Plain English Summary {#Sec1}
=====================

This paper describes the involvement of former and current cancer patients in a Danish research project on patient empowerment of cancer patients in follow up (The Empowerment study). User-Involvement in health care research is a relatively new phenomenon in Denmark and not much is written about the practice in the Danish context. Documenting such practices is therefore of importance to provide Danish researchers with examples they can draw on and to enable comparisons with other countries that may have different traditions, approaches and contexts for involvement.

The paper has two aims: first, it describes the process of involving former and current cancer patients as co-researchers in the Empowerment study and gives a detailed account of the methods used, including recruitment, training and activities. Second, it presents findings from a workshop with academic researchers and co-researchers in the study. The aim of the workshop was to explore the experiences of both academic researchers and co-researchers and through this, to provide early recommendations for the further development of user-involvement in the Danish context.

Eleven possible recommendations were derived from the analysis of the workshop. These highlight the need for more support and guidance for Danish researchers in how to involve service users. They also illustrate the importance of carefully considering recruitment, training and payments to ensure that it is done in a way that is appropriate in the local context and enables a diverse group of service users to participate.

Introduction {#Sec2}
============

The involvement of service users and carers in health and social care research is becoming increasingly common internationally \[[@CR1]--[@CR3]\]. In the UK, a wealth of initiatives, organisations and networks to facilitate and strengthen the involvement of service users and carers in research have developed within higher education institutions (e.g. Comensus at the University of Central Lancashire, PenPIG at the University of Exeter and UNTRAP at the University of Warwick), and a national organisation for involvement (INVOLVE) was set up in 1996, producing a range of guidelines and resources e.g. \[[@CR4]--[@CR6]\].

In other countries, such as Denmark, the formalised process of involving service users, patients or other members of the public in health care research is rarer. Projects are seldom evaluated \[[@CR7]\] and there are currently few examples \[[@CR8]\] and no consistent guidelines to draw on. Documenting and reporting on user-involvement in Danish health research is therefore of importance both nationally, where it can help provide examples of good practice, and internationally, as important lessons can be learned from comparing countries with different traditions of participation, inclusion and health delivery, as well as different degrees of health and social inequalities.

In this paper, we present and discuss experiences of involving former and current cancer patients in a Danish mixed methods research project on patient empowerment of cancer patients in follow up (The Empowerment study 2015--2019). The study is funded by the Danish Cancer Society, who had required user-involvement in the research project as part of the call for funding. The overall aims of the project were to explore the experiences of empowerment of cancer patients in follow up and develop a patient reported outcome measure (PROM) assessing levels of empowerment within this group (for a description of the study and its aims see \[[@CR9], [@CR10]\]). As one of the first health care studies in Denmark, the project involved service users in the research design, conduct and reporting from its beginning. As the project evolved, we experienced a large interest in this particular element of the study, and consequently, the description of the process and impact of involving service users became an increasingly prominent part of the study.

In the development of the project, the team drew on experiences from the UK, where one of the project researchers was based and had worked extensively with user-involvement prior to commencing the project. However, in our work and discussions with the patient representative group in the Empowerment study, we encountered some subtle but important differences between the UK and Danish context. These showed that even though much can be gained from using expertise from one setting (with more experience) in another (with less experience), the practice of user-involvement and any recommendations as to how it should be organised need to be developed locally or adapted to the local setting. Acknowledging this point and the lack of Danish guidelines on user-involvement, the study team set up a meeting with the involved (patient) co-researchers and academic researchers on the project to discuss our experiences and to develop an initial set of recommendations for the further development of user-involvement in the Danish context.

This paper has two main aims. First, it describes the methods of involving service users in the empowerment study to provide a background for the later discussion of practice. This part responds to calls by Staniszewska et al. \[[@CR11], [@CR12]\] for more thorough and consistent reporting of user-involvement and aims to fill some of the gaps in documentation of Danish user-involvement (for a GRIPP2 checklist, see Additional file [1](#MOESM1){ref-type="media"}). Second, we present findings from the meeting held with the co-researchers and academic researchers to discuss views and experiences of user-involvement in the Empowerment study, and provide eleven recommendations for the further development of user-involvement in Danish health research, derived from the meeting.

Defining and conceptualising user-involvement in the empowerment study {#Sec3}
----------------------------------------------------------------------

User-involvement' and Patient and Public Involvement (PPI) are the terms most commonly used in the UK context to describe the process of involving 'service users' in health and social care research, teaching and governance. However, both terms are contested \[[@CR13]\]. The general term 'service user' has been criticised for the association of the word 'user' with illegal drug use, for presenting people as 'passive', and for focusing on their use of services rather than other aspects of their identity \[[@CR14]\]. There is also no universal definition of 'involvement' \[[@CR15]\] and the term 'user-involvement' may therefore be invoked to describe a range of more of less participatory and integrated practices \[[@CR15], [@CR16]\]. Terminology becomes even more complex when comparing over borders \[[@CR17]\]. In Denmark, the concept 'patient involvement' \[patientinddragelse\] is generally used to refer to the involvement of people in health research and service improvement, and the people involved most often simply referred to as 'patients'. The term 'patient' however suffers from similar issues as 'service user', as it focuses on one particular element of people's identity. Acknowledging some of these difficulties, and to highlight the active involvement of the people involved, we refer to the people involved in the Empowerment project as 'co-researchers' \[medforskere\] even though their roles and tasks varied considerably within the project. The term 'user-involvement' is applied when discussing the process of involving people more generally (i.e. in relation to the international literature) and 'patient-involvement', when referring to the discussions within the co-researcher group, as this was the concept they generally used. However, we acknowledge that all terms have certain limitations.

Methods {#Sec4}
=======

The Empowerment project was one of the first in Denmark to formally involve service users, and therefore the process of documenting and describing user-involvement was a key element in the study. The co-researcher group was made aware of this element and knew that not only were they involved in the study as co-researchers, they would also be asked to evaluate their experiences and be the subject of analysis. The following description of our methods begins with a presentation of the involvement of co-researchers in the study, followed by a description of the methods applied in the meeting, from which the findings and recommendations discussed later in the paper derive.

Methods for user involvement in the project {#Sec5}
-------------------------------------------

The empowerment project adopted a consultative and collaborative approach to user involvement \[[@CR18]\]. The project was initially devised by the two lead researchers; a psychologist with specialism in psychosocial cancer research and PROM development, and an anthropologist with expertise in the area of user-involvement, but co-researchers and academic colleagues were consulted from a very early stage. Before the submission of the proposal, a group of former and current cancer patients and carers were invited to a workshop to discuss the proposal and its relevance and feasibility. After funding had been obtained, a steering group was set up consisting of the two lead researchers, all co-applicants on the project, and two co-researchers. Half way through the project, one of the co-researchers withdrew from the group and an additional academic researcher, who had joined the project, was added. The steering group has had regular meetings for the duration of the project, and has been a forum for update, discussion and evaluation of the project.

In addition, a group of co-researchers (initially nine current or former cancer patients and one relative) was set up. The group was recruited via various patient groups under the Danish Cancer Society and the Danish Knowledge Centre for User Involvement in Health (VIBIS). No criteria for participation were applied, except for having had experience of cancer either personally or as a relative and having an interest in research. The group met for the first time in May 2015, where they completed a two-day training course, facilitated by two of the lead researchers on the project. This training course included material on what it means to be a co-researcher, the different roles and responsibilities, research methods and approaches and ethics. As part of the course we discussed the conceptualisation of empowerment, various drafts of the research documents, and beginning ideas of what to include in the qualitative interview guide. Another training day was facilitated in August 2015, where participants were trained specifically in interview techniques and had another chance to comment on and revise the interview guide.

After two years, six people had stopped participating in the group and together with the remaining co-researchers it was decided to recruit additional members. A call was posted on the website of some of the patient groups of the Danish Cancer Society and in this round of recruitment the criteria for involvement were extended to having to live locally and having had personal experiences with cancer. The group was also selected based on gender and diagnosis to ensure diversity in the group. Phone interviews were conducted with all applicants before selection, and following this, five additional members were recruited to the group. Shortly after, they participated in an induction day where issues of ethics, confidentiality, roles and responsibilities were discussed.

By the time of writing this paper, a total of 13 former or current cancer patients and one relative have been involved in the project. Ten of them have been women and four of them men, and the majority have come from the Copenhagen area. No ethnic minorities have been represented, a point which will be discussed in more detail below.

The Empowerment project has so far consisted of three main stages: first, an *inception stage* where two qualitative systematic literature reviews were carried out on empowerment amongst cancer patients \[[@CR19]\] and existing questionnaires targeting empowerment \[[@CR20]\]. Three co-researchers were involved in this stage as reviewers of literature and co-authors on papers.

Second, a *qualitative stage* where 18 semi-structured interviews were conducted with 16 cancer patients in follow up over a period of 6 months. The co-researcher group took part in refining the interview guide and the documents used for the qualitative stage (information leaflets and informed consent form). Five co-researchers were involved as peer interviewers in 11 of the qualitative interviews (for a detailed discussion of this element of the study and the impact of having peer interviewers, see \[[@CR10]\]). The co-researchers also participated in a meeting to discuss data analysis in qualitative interviews.

Finally, a *PROM development stage*, in which the qualitative data was used to develop a PROM questionnaire, which will be used in a nation-wide study on empowerment amongst Danish cancer patients in follow up. So far, eight co-researchers have been involved in five meetings and workshops with the aim of developing and testing the PROM and have given feedback on drafts.

In addition to these activities, the group has had several meetings where particular elements of the study have been discussed, e.g. the analysis of the impact of having peer interviewers in the project which later lead to a separate publication on this topic \[[@CR10]\]. Until now two co-researchers have co-presented with the lead academic researcher at two separate conferences/meetings. Finally, two and a half years into the project, a meeting was set up between co-researchers and academic researchers to discuss their respective experiences of involvement in the project and to develop a set of recommendations for the further development of user-involvement in the Danish context Table [1](#Tab1){ref-type="table"}.Table 1Chronological time line of all user involving activities in the Empowerment Project (Jan 2015-Jan 2018)August 2014Focus group discussing the proposalFebruary 2015Recruitment of co-researchersApril 2015Two day introduction and training courseMay/June 2015Correspondence with co-researchers around role descriptions, the concept of empowerment and web-page development (following on from discussions had at the training course)August 2015One day interview training and discussion of interview guide for the qualitative interviewsApril 2015--April 2016Systematic literature review \[[@CR19]\]. Two co-researchers participated in the selection of papers and co-authored journal articleSeptember 2015--March 2016Qualitative interviews, eleven of them with co-researchers as peer interviewersMarch 2016PI and co-researcher co-presented at conferenceMarch 2016Workshop where coding and analysis of interviews was discussedJune 2016Workshop with initial qualitative analysisMarch 2016 -- December 2016Systematic literature review \[[@CR20]\]. One co-researcher co-authored the paperJuly 2016First analysis of qualitative data was discussed with co-researchers via email correspondenceOctober 2016PI and Co-researcher co-presented at conferenceNovember 2016Workshop about preliminary findings for journal article \[[@CR10]\]April 2017 -- December 2017Writing of journal article with one co-researcher co-authoring the paperJanuary--February 2017Recruitment of five new co-researchersFebruary 2017Workshop about the development of the questionnaireMarch 2017Introduction day for new co-researcher groupApril 2017Workshop about the development of the questionnaireJune 2017Workshop about the development of the questionnaire and potential supplementing questionnaire, discussion of recruitment for surveySeptember 2017Workshop with academic researchers and co-researchers, discussing the experiences of involvement in the project and beginning recommendations for user-involvement in DenmarkOctober 2017Summary of workshop and draft recommendations sent out to all co-researchers and academic researchers for feedback and inputJanuary 2018Workshop about questionnaire

Methods for the focus groups and workshop forming the data for this publication {#Sec6}
-------------------------------------------------------------------------------

All co-researchers (*n* = 8) and academic researchers (*n* = 7) on the project were invited to attend a four-hour workshop in September 2017, and five co-researchers and four academic researchers were able to participate. The day consisted of a general introduction, followed by two parallel focus groups, where co-researchers and academic researchers were separated, and a final joint workshop to summarize and exchange ideas.

Each of the separate focus groups were asked the same set of questions, (for a full outline of the meeting, including the questions discussed, see [Appendix](#Sec17){ref-type="sec"}) and the two groups were asked to write down their thoughts on yellow post-it notes, which were subsequently put up on two large pieces of papers and brought back to the joint meeting room. Here the post-it notes were grouped and discussed with input from all participants. This method allowed people to comment on their own or other people's post-it notes without becoming too 'personal', to get ideas from each other, and to provide recommendations based on what was identified as reoccurring themes in the notes.

The focus group with the co-researchers was facilitated by an staff member, external to the project, as we were concerned that the co-researchers would otherwise avoid potential critical comments. One of the researchers on the project conducted the focus group for the academic researcher group and the second joint workshop. This member of the team was selected due to her experience in conducting similar workshops, and because she, as a researcher located abroad, was not part of the day to day management of the project and regular communication with the co-researchers. Both focus groups and the following workshop were recorded, transcribed and analysed with the use of a thematic framework. A summary of the workshop and draft recommendations developed from the findings were sent out to all partners in the project (anonymized) for feedback and comments. Following this, the analysis and recommendations were further refined.

### Findings {#Sec7}

The thematic framework used to analyse the data centred around four key areas: 1) why involvement? 2) when involvement? 3) how involvement? (including activities, payment, training, recruitment and terminology) and 4) impact beyond the project. The analytical process and the findings, including quotes from the workshop and recommendations for involvement, are illustrated in Table [2](#Tab2){ref-type="table"}.Table 2Themes and recommendations derived from the analysis of workshop with co-researchers and academic researchers with selected quotes^a^Key questionCo-researchers (CR)Academic researchers (AR)Joint discussionFindingsWhy Patient involvement?I thought that those who don't have the same resources I have would really benefit from being asked -- what are you actually thinking? Is there anything worrying you?I thought it could help keep 'a hook' into the complex world of emotions, conflicting interests and needs, that fluctuate.We hope it can benefit those that cannot or do not have the resources to get involved in their own treatment (CR).Proactive and reactive reasons for getting involvedIncreased appreciation for team workI believe I can contribute with something. I have had a lot of bad experiences. I have also had some good experiencesIt feels like every time I have co-researchers involved, that I am sort of forced to go back to my data. I can't just say 'I've collected all my data, now I can do the rest behind my desk'You are forced to doubt (AR).Ensuring patient-centred researchHaving 'a hook' into reality (AR).Bad experiences have also been part of my motivation. I want to do a good job, but it \[decisions to get involved in the project\] was also \[because of\] frustrations about some of the experiences I have hadFocusing on patients and continuously revisiting data (AR).Some of what is also really beneficial is that we have to translate, explain and justify why we do things. You are made to be very reflective.Patients contribute something special that doctors or nurses don't. Especially in this type of research where we are trying to figure out what is important for patients or find out something about the patients. They validate it a bit more...they are just a bit closer to knowing whether we've got something.I hope we can help people get a better treatment than we have hadThe reason you join this kind of thing is to protect the weakest in society.I expect that it would lead to a better definition of patient involvement in researchWhen Involvement?If it is too far from 'the floor', e.g. something about medicine, it can be difficult to utilise your experiences.Patient Involvement should be incorporated into projects if they include the patient perspective.I think people should involve patients, if it makes sense. Patients should only be involved if it is meaningful. It shouldn't be \[a topic\] too far removed from what it involves to be a patient (CR).Recommendation 1: In every individual project it should be considered whether it is meaningful to involve service users, and researchers should be asked to explicitly explain their reasons for involving or not involving co-researchers in their projectsYou have to consider how it makes sense and there might be different ways and stages in which it can contribute.If it is a study on operative techniques, it might be relevant and it might not, it depends on the method.If it becomes mandatory, you push a few more people 'over the line'. On the other hand, I have seen cases where there were patients involved, but no one was interested in them (AR).Also depends on the size of the project. A project needs to have a certain size for it to make sense to formalise patient involvement.Recommendation 2: When involving service users in projects it should be considered how they may be meaningfully involved, and if possible, they should be involved from the beginning, to make involvement as meaningful as possible.It has to make senseYou have to feel that you can contributeI think everyone should involve patients. It is our bodies after all.If it isn't mandatory, there won't be as many people who can handle or dare to do patient involvement. It probably needs a bit of pressure, but how mandatory? It is not good to 'push it' over the head of every researcher.All projects should argue why or why not they have people involved. Should not figure just as 'icing on the cake' (CR)I know that you involve patients in other countries and I don't know why you don't have to in Denmark.It is best if the patient perspective is included from the beginning.How involvement?Interesting conversations around the questionnaire. We agreed a long part of the way. Made good sense and was a really good day.One of the things that has surprised me the most is how much it depends on my own abilities. Do I know how to frame what I want from them and help them get involved? I make many decisions about when to involve them. It is about finding out what sort of decisions it makes sense to involve people in.Uncertainty -- do we involve you enough? Sometimes you can get the feeling that it is going a bit slow -- but that leads to an important transparency (AR)Recommendation 3: Researchers need to be reflective and transparent about the desired outcomes of their projects and the role of the co-researchers in reaching those outcomes, but also acknowledge (and be open) about the possibility that initial plans may change and develop and find appropriate ways to communicate that.*Experiences of involvement activities*Being part of the interviews crossed some boundaries and was very enriching.We have involved more aspects than I had imagined (CR)It is important to have a good researcher with you in that situation (when interviewing).We have tried to inform the co-researchers of the process and keep them up to date.You might go from being an interviewer to being an advisor.When the project was developed we didn't know it would be so much \[focus on user-involvement\] (AC)A lot happens between meetings.Gained a lot from the data analysis. We saw each other's perspectives on diverse interviews. Fantastic.I feel a lot of responsibility towards the group.I think I am more worried about whether they are allowed to contribute as much as possible.*Payment*I hadn't even considered that it should be paidMost co-researchers have not wanted to be paid, but some did.It should be free of cost for patients to be involved. The question is whether they should be paid (AR).Recommendation 4: Researchers need to carefully consider how service users are remunerated for their involvement in a project, at least making it cost-free for people to participate, but also considering people's individual situation. Alternatives to direct payments may be developed to thank people for their time.I have been convinced that you shouldn't pay because if you do, it involves a commitment.It should be free of cost and not so onerous to be paid \[for transport\].I think it is difficult. Because then \[if paid\] it becomes sort of professional.It might be better if patients were invited to participate in something as remuneration, e.g. an end seminar (CR).For me, it is primarily the administration which makes me want to give up (paying people). Some people are also on benefits. I wouldn't mind giving them something \[else\].I think that if it involves a certain amount of hours every week, it has to be paid, but as long as it is just a few meetings here and there, it shouldn't.Recommendation 5: There needs to be better guidance and organisational support in how to reimburse users for their time.I would like, for example, to be invited to a seminar \[instead of being paid\].*Training*The training didn't make sense. We don't need to be 'mini-researchers'Do you lose something by training people? I understand that you gain something, but do you also lose something else. The professional patient. Do you begin to see things in system and reduced if you are on a panel and trained.It might not have been necessary to train the co-research group because we don't need knowledge about methods and reflexivity and generalisation and subjectivity (CR).Recommendation 6: Each project should include a training day for researchers and co-researchers where they can get to know each other, agree on an ethical codex for the project and discuss their respective roles and responsibilities.It was good for getting to know each other, but we shouldn't be trained to be small researchers, because that isn't what we need.No need for 'mini-researchers' (CR)I think both groups (patients and academic researchers) should be prepared. There must be some good tools for facilitation, e.g. what are the good questions to pose? Can you become better in that? The point is that you don't always know what you will get out of it.It is easy for us to say that it is not necessary, but it might be for others... (CR)Recommendation 7: Besides this, training programmes and initiatives need to be carefully considered in the context of a given project, its individual co-researchers, and the skills of the researchers facilitating the projectYou shouldn't educate patients in theoretical issues. You should train them to contribute with new things, not to think into the old paradigms -- that is the challengeTraining needs to focus on what the patient perspective is. (CR)People need an 'ethical codex' (CR)You have to be able to understand the essence of the project. (CR)... and your role. (CR)We have discussed that we could use more training in facilitation techniques (AR).*Recruitment*Depends on the project if it needs to be about someone with a particular illness or more broad.Maybe you could have a 'structure' e.g. a panel, which could be involved if it was smaller activities.There have to be some criteria for recruitment (CR)Recommendation 8: Recruitment and selection of co-researchers should be considered in every project in relation to its topic and aim, and with a view to ensure as diverse a group as possible.Probably best \[to recruit\] through patient organisations. Not through doctors.In the recruitment for the project we started out by saying that people needed to have an interest. We discussed the purpose of the project, so they didn't think they were going to change all sorts of things in practice.It shouldn't be doctors who chose. You need to ask the patient organisations (CR).Recommendation 9: Research institutions are advised to set up an organisation to support user-involvement and a panel which might be involved in smaller activities. This would require a thorough discussion of how diversity can be ensured within such a panel.Do you dare to recruit via Facebook? (AR)We strived to have diversity in terms of gender. And we also looked at diagnosis. We also discussed age a little bit and how far diagnosis had to be.Facebook is genius in that respect. Most patient organisations have a Facebook page (CR)You need to be able to work togetherIs it particular types \[of people\] who get involved?Lack of guidelines for researchers on recruitment (AR).Researchers need to be less 'scared' of the patients (AR).*Terminology*I like \[the term\] co-researcher but does it imply that it is participatory action research? (AC)Recommendation 10: It is recommended that the discussion around terminology of user-involvement is continued in the Danish context, to reflect the different roles and identities of patients.You shouldn't signal equality (CR)In journalism you would call it 'experts of consequence' (CR)'Researcher' sounds wrong in my ears (CR).Could you call it 'patient consultant'? (CR)I would feel more involved by being called a 'patient consultant' than 'patient co-researcher' because I don't do any research (CR).It would be good if it was possible to find a good Danish word to cover this role (AR).Impact outside or beyond the projectI mentioned it when I went to follow up and they said they had heard about it. That was fantastic.Professionally, I have gained a lot of respect for cooperation and involving people. You have to make sure it is not just an empty work. It is more of an art. I am closer to being able to do better next time.Recommendation 11: Danish researchers need more organisational support and clearer guidelines around the practical sides of user-involvement and it is recommended that a manual for user-involvement is developed in the Danish context, so that more researchers would feel able to involve service users in their projects.I haven't mentioned it in follow up, but I have said it to my GP. Talked to a lot of friends and family about it, and they think it sounds fantastic. You can motivate those of your friends who suffer from serious illness to ask more questions.I think it has made the project more interesting and that it makes my work more interesting, because I am constantly reminded that it actually has significance for people.I have just told it \[to people\]. For me it is important because I think it might have implications for my own profession.I still don't feel completely sure how to handle it. I think it would be so good if there were some guidelines.^a^All data was collected and analysed in Danish. The quotes included in this table have been translated by the first author of this paper when writing the manuscript

Why user-involvement? {#Sec8}
---------------------

When discussing reasons for becoming involved in the Empowerment project, the co-researcher group agreed that their most important motivation had been a wish to make a difference for future cancer patients and increase awareness of some of the shortfalls that they themselves had experienced in their contact with the health care system. In line with other studies showing that patients generally get involved in research to put their (good and bad) experiences to use and make a difference for others \[[@CR21], [@CR22]\], the motivations of the co-researchers were thus both reactive (motivated by negative experiences) and proactive (wanting to make a change). Some of the co-researchers also acknowledged that they themselves had experienced benefits, for example by acquiring knowledge that they could use in other contexts. In addition, it was hoped that the documentation and evaluation of the project could help develop the practice of user-involvement itself in the Danish context.

The main motivation of the academic researcher group for wanting to involve patients in research was that they believed it would help maintain a connection to the 'real world' of the people being studied. Other studies have shown that researchers, who involve service users have gained new knowledge, changed their preferences, increased their skills in communicating with lay audience and changed their attitude to involvement \[[@CR23], [@CR24]\]. The academic research team in the Empowerment study was generally positive towards user-involvement from the onset and therefore did not particularly change their attitudes. However, they still acknowledged that working with the co-researcher group had significantly increased their respect for team work and their focus on ensuring that research is patient-centred.

When user-involvement? {#Sec9}
----------------------

The co-researchers and academic researchers participating in the workshop agreed that projects which explore the experiences, knowledge and perspectives of patients should by principle involve patients. However, they were not certain that involvement should be a requirement for funding, as seen for example in the UK. The academic researcher group argued that if involvement was mandatory, it might encourage more researchers to involve patients and this could be positive, but also potentially lead to issues of tokenism, as discussed extensively in the international literature e.g. \[[@CR25], [@CR26]\]. In the joint group there were concerns that if user-involvement were to become mandatory in the Danish context, it might result in less meaningful involvement, because co-researchers would be involved without a clear purpose and 'just for the sake of it'. It was agreed that it made more sense to involve patients in some projects than others and that a lot depended on the methods of a given project. Therefore, it was recommended that instead of making user-involvement mandatory, all research proposals should include consideration and explanation as to why or why not patients would be involved (Recommendation 1).

Acknowledging the time and logistics spent on involving people in a research process \[[@CR2]\], it was also discussed whether projects should have a certain size for them to set up a formalised process of patient involvement. Similar to the principles set down by INVOLVE \[[@CR4]\], it was furthermore argued that in projects that involve service users, involvement should happen from the beginning (Recommendation 2).

How user-involvement? {#Sec10}
---------------------

The individual co-researchers had been involved in the Empowerment project for different lengths of time and had participated in different involvement activities. In their discussion of involvement, they mainly focused on three key activities: 1) the PROM questionnaire, which all of the focus group participants had been involved in developing and giving feedback on and had found both important and relevant; 2) The qualitative interviews, where two of them had been involved as peer interviewers and found that having an academic researcher present at the interview was essential to provide support and keep the interview 'on track'; 3) The qualitative data analysis, where one co-researcher commented that involvement had enabled the identification of different perspectives.

The group also discussed the general communication between co-researchers and academic researchers and in particular the phone conversations between the academic contact person and the co-researchers prior to recruitment. This was mentioned as important for clarifying the aims and expectations of the project, as well as the activities that the co-researchers were going to participate in. The importance of transparency from the beginning of a project about the expected role and input from service users has been recognized elsewhere \[[@CR4], [@CR27]\]. However, there was some sense in the co-researcher group that the aims of the project had changed slightly, and that more attention had been paid to the reflection and analysis of the user-involving element of the project than first anticipated. Based on this, it becomes relevant to add that in any project, researchers and co-researchers should discuss their expectations and the possibility of changing priorities and that guidelines furthermore need to emphasise transparency not only in the beginning, but continuously throughout a project (Recommendation 3).

The academic researcher group focused more generally on the practicalities of involvement. The need for good facilitation skills was mentioned as key to making involvement activities work. In addition, the group raised questions about the extent to which patients should be involved in decisions taken throughout the project. It was acknowledged that communication and up-dates were an important part of involvement in the project. However, as in any other project, many day-to-day decisions had to be made in between meetings and email conversations. One academic researcher felt that it was a big responsibility to decide how much the co-researchers should be consulted to ensure that they were sufficiently, but not overwhelmingly involved.

Payment/remuneration {#Sec11}
--------------------

Whereas in the UK, it is generally recommended to pay service users for their involvement \[[@CR1]\], in the workshop it was agreed, that while involvement should be cost-free for service users, actual payments might shift the role of the co-researcher from being a volunteer to having a different role, perhaps requiring too much commitment and responsibility. It was suggested that rather than paying people for their time, remuneration could perhaps be made in the form of an end seminar or another event towards the end of the project. However, not all co-researchers were present at the workshop and these views may not have been shared by everyone in the larger group. People's financial situation is a potentially personal and sensitive issue, and if part of the group was to disagree with the majority on payments, it is therefore not certain that they would have made it explicit. From a diversity perspective, it is furthermore important that different segments of society are represented in user-involvement activities, and while lack of payments may be preferably to some, it might also (unintendedly) exclude others. It is therefore of key importance that researchers do not take for granted any particular preferences with regards to payment and carefully consider how decisions around payment can help make their research as inclusive as possible (Recommendation 4).

The logistics around payments and the difficulties in paying transportation costs were identified as a source of significant frustration both from the co-researcher group and the academic researcher, who had been in charge of the administration of the project, and a need for more organisational guidance and support was expressed (Recommendation 5).

Training {#Sec12}
--------

Two focus group participants had participated in the two-day initial training and while they recognized that this has been a good opportunity for getting to know each other, the material had, in their opinion, not been entirely appropriate. Training for involvement is a contentious issue \[[@CR28]--[@CR30]\] and as noted by others, it is important to value the strengths and abilities of co-researchers and prevent their contributions from becoming over professionalised \[[@CR31]\]. Similar issues were discussed in our workshop, where it was felt that the content of the training had focused too much on research theories and approaches, rather than roles and responsibilities. However, only two participants at our meeting had participated in the training, and it was mentioned that other participants might have gained from the training, a point which highlights the importance of recognizing diversity within co-researcher groups \[[@CR6]\].

With regards to training, the academic researcher group predominantly discussed their own training needs. Reflecting the point made earlier about the importance of facilitation techniques for making involvement activities work, it was agreed that facilitation training would be useful for researchers wanting to involve people in their projects, emphasising that training should not only be considered in relation to co-researchers \[[@CR6]\] (Recommendation 6 and 7).

Recruitment {#Sec13}
-----------

Discussing recruitment in general, it was agreed that the topic of a given project should dictate the type of people recruited and that some projects might need more specific user groups (e.g. with a particular type of illness) than others. It was also acknowledged that people may have different perspectives, experiences and emotions depending on where they are in their illness journey and that this should be considered when recruiting. On the practical level, the co-researcher group agreed that it was best that people were recruited through patient organisations, rather than for example, through their doctors, as doctors might select particular types of individuals.

The academic researcher group also discussed various strategies for recruitment and selection. In the recruitment for the Empowerment study, diversity had been attempted in the selection of co-researchers in relation to gender and illness, but no minority ethnic patients had expressed an interest in the project, and all selected co-researchers were of Danish origin. 13% of the Danish population are defined as immigrants or descendants of immigrants \[[@CR32]\] and their experiences of health may vary significantly from the majority population \[[@CR33]\]. Not having any minority ethnic Danes involved in the project may therefore be seen as a limitation. Inclusion, diversity and equal opportunity is a recurring issue in user-involvement \[[@CR34], [@CR35]\] and the lack of recruitment from marginalised groups is a general problem \[[@CR36]\]. Acknowledging the general issue of diversity in patient-involvement, the groups discussed whether broader recruitment strategies, e.g. via social media platforms such as Facebook, might be useful in reaching a wider audience. However, the academic researchers felt that it was difficult to foresee any potential ethical issues if using Facebook for recruitment and that more guidance from research institutions was needed in order to fully embrace this strategy.

Recruitment was furthermore mentioned as a potential issue for smaller projects, where there may not be time for a thorough and lengthy recruitment process which allows for a diverse group to become involved. Having a strong organisational framework may be a way to help smaller projects with the recruitment process and may also strengthen diversity in recruitment \[[@CR28]\]. This supports the case for stronger organisation structures around user-involvement in Denmark. However, the current lack of organisational support in the Danish context (and possibly in other countries as well), makes it important that researchers carefully consider how they recruit their participants, e.g. via patient organisations or broader platforms, such as Facebook to ensure representation of a diverse group (Recommendation 8 and 9).

Terminology {#Sec14}
-----------

The terminology around user-involvement is contested and varies internationally. In the workshop, it was discussed whether 'co-researcher' was the best term to describe the role they had in the project. On the one hand, it was argued that the term might signal more equality in the work carried out by the academic researchers and the co-researchers than was actually the case. On the other, it was difficult to find alternatives. Other concepts suggested were 'patient-consultants' and 'experts of consequences', similar to the related concept 'expert of experience' \[[@CR37]\]. No conclusions were reached on the most appropriate terminology, but it was agreed that it would be useful to have a *'good Danish word'* (academic researcher) and that terminology has both symbolic and practical value. Any chosen term needs to cover the main roles of patients in research, and since this might vary from project to project it can be difficult to find a common terminology. Recognizing the novelty of user-involvement in Denmark, the Empowerment project was seen as able to make precedence on the words used in the area, and it was therefore agreed to continue the discussion on terminology (Recommendation 10).

Impact outside or beyond the project {#Sec15}
------------------------------------

For both co-researchers and academic researchers, involvement in the Empowerment project was reported as having had some impact beyond the project itself. Some of the co-researchers had chosen not to mention their involvement to their doctors, but others had talked with their GPs, family or friends, and experienced positive reactions. One mentioned that talking about involvement in the project might help you help others, another co-researcher reflected that by sharing her experiences more widely, she might help develop user-involvement within her (health) profession. Discussing the impact of the project, the academic researchers mentioned that working with co-researchers had made their work more interesting and relevant and had increased their respect for cooperation and partnerships. However, from the academic researcher group, one key theme reoccurred: the lack of organisational support, guidelines and examples of good practice in the Danish context. This was mentioned in relation to recruitment and the lack of guidelines as to where people could be recruited from, but also in relation to more practical issues, including, how to involve service users early on (e.g. on funding proposals before money has been secured), how to pay them or cover their cost of transport, and what type of activities that service users can most usefully be involved in. It was also mentioned that smaller projects might struggle with the logistics of formalised user-involvement. A final and particular recommendation for the Danish context would therefore be to extend already existing national organisations (such as VIBIS) and develop local organisations and guidelines within universities or research organisations to help with recruitment, practical advice, streamline procedures and support researchers in developing involvement activities (Recommendation 11).

Conclusion {#Sec16}
==========

This paper has discussed the process of involving former and current cancer patients in a Danish research project on the empowerment of cancer patients in follow up. Through a detailed account of the methods used and a reflective and critical analysis of the experiences of both co-researchers and academic researchers, we have aimed to add to the current very limited knowledge base on user-involvement in the Danish context. In addition, we have provided a set of early recommendations for the further development of the practice of user-involvement in Danish Health Research.

The experiences of academic researchers and co-researchers in the Empowerment study mirror many of the issues encountered in the international literature. There thus seem to be good reason for cross-national discussions and exchange of ideas regarding how such challenges can be overcome. The lack of Danish guidelines and organisational support described in the workshop is a particular example of an area where Denmark could learn from other countries and take on board international experiences of developing organisational structures to support user-involvement.

However, the Empowerment study has also illustrated that user-involvement is contextual, and that some principles and practices may not translate directly. The way user-involvement is conceptualised and fits within existing organisational structures and practices varies from locality to locality, and when developing involvement activities, researchers thus need to carefully consider the particular local context in which they are working, alongside any international guidelines and examples of good practice.

Additional file {#Sec19}
---------------

Additional file 1:GRIPP2 short form for the Empowerment Study. (DOCX 15 kb)

Appendix {#Sec17}
========

Outline of workshop 28 September 2017 {#Sec18}
-------------------------------------

12--12.15: Introduction and presentation of workshop (whole group).

12.15--13.15: Dividing the two groups into two separate focus groups: 1) co-researcher and 2) academic researchers.

Questions for discussion in the focus groups:Why did you choose to become involved in the project? What caught your interest?What were your expectations of the project/expectations of your own involvement in the project?What is your general opinion about involving patients or carers in research? What is most important in the cooperation between co-researchers and academic researchers? Are some projects more suitable for involvement than others?How have you found the process of involvement in the Empowerment project?Questions can include:i.The way people have been recruited -- how you think people should be recruited? Are any particular criteria needed?ii.Payment -- should people be paid? If so, for all or only some activities? What type of payment?iii.Training -- how did you find the training? Should patients be training for involvement? Should academics be trained?iv.How did involvement work in the different stages?v.How did the communication work?vi.Did you feel that you knew what the role of co-researcher involved? (only co-researchers)vii.Did you experience any challenges in your work with academic researchers/co-researchers? If so, how were they/how could they have been dealt with?Has your involvement in the project had any impact on you (personally and/or professionally)?

13.30--13.45: Summary of main points from the groups -- written on post-it notes and attached to flip chart paper before lunch.

13.45--14.00: Break/Lunch.

14.00--15.30: Creative process:Academic researchers and co-researchers discuss the post-it notes together and group them according to theme and importance.

15.30--16.00: Conclusions and agreement on further actions.

PPI

:   Patient and Public Involvement

PROM

:   Patient Reported Outcome Measure
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